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cruited	 via	 a	 Facebook	 invitation	 to	 participate	 in	 semi‐structured	 telephone	
interviews	exploring	their	experiences	in	the	Neonatal	Intensive	Care	Unit	and	the	
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ing	 (World	Health	Organization,	 2018).	Mothers	who	 give	 birth	 to	









(Diagnostic	 and	 Statistical	 Manual	 of	 Mental	 Disorders	 [DSM‐5®]	
(2013)).	Symptoms	of	ASD	 include	 involuntary,	 intrusive	and	 recur‐
rent	 distressing	 memories,	 sleep	 disturbance	 and	 hypervigilance	
(Diagnostic	and	Statistical	Manual	of	Mental	Disorders	(2013)).
Of	 note,	 traumatic	 experiences	 can	 continue	 as	 mothers	 transi‐
tion	home	with	their	babies,	resulting	 in	emotional	challenges	(Petty,	
Whiting,	 Green,	 &	 Fowler,	 2018)	 and	 low	 maternal	 self‐confidence	
















is	 compounded	 by	 such	 events	 as	 the	 unknown	 survival	 chances	
of	 their	 infant	 (Ballantyne	 et	 al.,	 2017),	 and	 being	 present	 during	
regularly	 occurring	 emergency	 situations	within	 the	NICU	 (Ditzel,	
2016)	for	both	their	infants	and	others	in	the	unit.	As	the	extremely	










&	 Asher,	 2014).	 In	 many	 countries,	 maternal	 psychosocial	 assess‐
ment	 is	 conducted	 during	 the	 antenatal	 period	 and	 several	 times	
during	 the	 first	 year	 after	 giving	 birth,	 although	 assessment	 ap‐
proaches	are	not	consistent	 in	all	 jurisdictions	 (Austin	et	al.,	2017;	
Haran,	van	Driel,	Mitchell,	&	Brodribb,	2014).	In	Australia,	it	is	rec‐

















and	 acute	 health	 problems	 (Beck	 &	 Harrison,	 2017;	 Galeano	 &	
Carvajal,	 2016)	 including	mental	 health	 status	 in	 adolescence	 and	
adulthood	(Glynn	et	al.,	2018).
Given	 the	 critically	 ill	 nature	 of	 an	 infant,	 it	 is	 unsurprising	
that	 the	 focus	 of	 care	 is	 on	 the	 infant	 rather	 than	 the	mother	
during	 this	 time.	NICUs	 in	Australia	 provide	 tertiary‐	 and	 qua‐
ternary‐level	 services	 for	 newborns,	 including	 those	 who	 are	
extremely	premature	and	require	continuous	life	support,	other	
complex	 care,	 surgery	 and	 treatment	 (e.g.	 Office	 of	 Kids	 &	
Families,	2016).	These	units	 are	 therefore	extremely	busy	 clin‐
ical	environments	with	high	use	of	technology;	for	mothers,	this	
can	 be	 overwhelming	 and	 at	 times	 frightening	 (Ardal,	 Sulman,	
&	 Thomson,	 2011).	 Internationally,	 perinatal	 depression	 and	
What does this paper contribute to wider global 
clinical community?








•	 Improved	 health	 professional	 education	 needs	 to	 be	
provided	that	focuses	specifically	on	this	group	of	moth‐
ers	so	that	support	is	tailored	to	their	particular	needs.
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anxiety	 are	 common	 (Buist	&	Bilszta,	 2001;	 Shah,	Clements,	&	
Poehlmann,	 2011).	 Critically,	 these	 disorders	 are	 magnified	 in	
mothers	of	extremely	preterm	infants	(Buist	&	Bilszta,	2001),	in‐
cluding	a	heightened	risk	of	developing	a	mental	disorder	(Pace	
et	 al.,	 2016)	 related	 to	 their	 parenting	 experiences	 during	 the	
first	postnatal	year	 (Alkozei,	McMahon,	&	Lahav,	2014;	Shah	et	
al.,	 2011).	Mothers	of	 premature	babies	 also	have	higher	prev‐
alence	 of	 depression,	 anxiety	 and	 PTSD,	 and	 experience	 these	
conditions	 for	 longer	 durations	 (Baum,	 Weidberg,	 Osher,	 &	
Kohelet,	2012).	Importantly,	mothers	of	preterm	babies	describe	




provide	 regular	 parenting	 information	 has	 been	 identified	 as	 nec‐
essary	 for	most	 new	mothers,	 and	 is	 protective	 against	 postnatal	
depression	(Leahy‐Warren,	McCarthy,	&	Corcoran,	2011).	This	peer	
support	reduces	mother's	concerns	and	provides	care	enabling	her	
to	 rest	 and	 recover	 during	 the	 early	 months	 of	 motherhood.	 For	












To	address	 the	 study	aim,	an	 interpretive	description	method	was	
used	 to	 enable	 development	 of	 the	 study	 questions,	 reflection	
and	 critical	 analysis	 (Thorne,	 Reimer	 Kirkham,	 &	 O'Flynn‐Magee,	
2004).	Interpretive	description	has	a	focus	on	practice	phenomenon	









Because	 the	 researcher	 does	 have	 his	 or	 her	 back‐





ency	 and	 rigour,	 a	 reflexive	 approach	 underpinned	 the	 study.	 In	
addition,	 one	member	 of	 the	 research	 team	who	was	 purposely	




















Semi‐structured	 interviews	were	 conducted	 via	 telephone	 by	 the	
first	 author.	 This	 approach	 enabled	 participation	 from	 different	













A	 six‐phase	 analysis	 framework	 was	 used	 to	 conduct	 a	 thematic	
analysis:	data	familiarisation;	coding;	searching	for	themes;	review‐
ing	 each	 theme;	 defining	 and	 naming	 themes;	 and	writing	 up	 the	
findings	(Braun	&	Clarke,	2014).	Transcripts	were	read	and	re‐read,	
and	 coding	 was	 conducted	 manually,	 facilitating	 identification	 of	
multiple	 themes	by	 the	 first	and	second	authors.	Each	 theme	was	





Study	 participants	 were	 from	 three	 Australian	 states,	 and	 their	
ages	ranged	from	26–38	years.	Their	infant's	gestation	ranged	from	




the	 rupture	 of	 their	 membranes	 or	 the	 first	 onset	 of	 labour.	
Eight	of	the	babies	were	readmitted	with	respiratory	infections	
to	hospital	within	a	week	of	discharge	from	the	NICU,	and	one	
infant	was	 readmitted	 after	 four	weeks	 for	 feeding	 problems.	
Another	 infant	returned	to	hospital	for	planned	hernia	surgery	
at	 four	 weeks	 post‐NICU	 discharge;	 unfortunately,	 he	 devel‐
oped	complications	and	had	an	extended	stay	in	hospital.	Only	













psychiatry	 consultations	after	her	 infant's	discharge	home,	 although	
this	 was	 for	 a	 pre‐existing	 mental	 disorder.	 One	 other	 mother	 had	
consultations	with	a	psychologist,	 and	another	was	 seen	by	a	 social	
worker	once	while	in	the	NICU.	These	women	were	not	offered	further	
sessions.




5  | THINGS GOT A BIT DIRE
Participants	 commonly	 spoke	 of	 being	 stressed	 and	 emotion‐
ally	distressed.	For	some	mothers	 this	started	during	pregnancy,	
continued	 through	 labour,	 birth	 and	 for	many	months	postbirth.	
One	mother	described	it	as:	“…	things	got	a	bit	dire	(M6),”	as	she	
talked	 about	 her	 experiences.	 This	 phrase	 encapsulated	 the	 life	
and	death	struggle	 for	 their	newborn.	The	breadth	and	depth	of	
these	traumatic	experiences	are	highlighted	in	the	following	sub‐
themes:	 trauma	 of	 the	 unknown;	 life	 and	 death	 struggles;	 and	
being	separated.
5.1 | Trauma of the unknown








had	 to	 carry	on	with	her	pregnancy	while	grieving	 the	 loss	of	her	
second	infant.
At	 about	week	21,	 it	 started	 to	become	pretty	 evi‐
dent	that	things	weren't	looking	great.	But	we	didn't	
expect	that	the	worst	would	happen.	At	about	week	
TA B L E  1  Participant	details
Mother Maternal age (years) Mother's birth country State Gestational age (weeks) Birthweight (g) Length of stay (days)
1 38 Australia WA 24 700 91
2 30 Tonga NSW 25 700 133
3 28 Australia NSW 27a  1,100a  84
4 26 Australia WA 25 710 105
5 33 Australia Qld 27 990 77
6 30 Australia WA 27 1,160 62
7 30 Australia WA 27 870 70
8 39 USA NSW 27 1,000 73
9 31 Italy NSW 24b  490 140
10 32 Australia NSW 26 1,020 91
Notes.	NSW:	New	South	Wales;	Qld:	Queensland;	WA:	Western	Australia.
aTwins,	both	same	weight.	bTwins,	other	twin	died	in	utero	at	23	weeks.	












birth	 of	 twins	 at	 27	weeks’	 gestation,	 following	many	 hospitalisa‐
tions	for	hyperemesis	gravidarum.
I	was	in	hospital	on	the	Thursday.	And	I	was	in	there	
for	 hyperemesis	 gravidarum	 …	 That	 was	 my	 30th	





situation	 in	 the	end	 ...	 I	 didn't	 really	 know	what	 the	
NICU	was.	So	the	whole	thing	completely,	you	know	I	
was	in	shock	basically	the	whole	time.	 (M3)
This	 mother's	 last	 statement	 of	 I was in shock all the time 
implies	 that	her	experience	was	not	 short‐lived,	but	 continued	
as	an	outcome	of	having	a	preterm	infant.	This	experience	was	
compounded	 when	 her	 birthing	 became	 an	 emergency	 situa‐
tion	with	a	lack	of	information	about	the	NICU	and	what	would	
happen:
It's	 really	 stressful	 because	 all	 you	want	 is	 for	 your	
child	to	be	okay.	You're	not	going	to	know	that,	and	
no	one	is	going	to	give	you	the	answers	for	that.	(M3)





























































TA B L E  2  Themes	and	subthemes
6  |     FOWLER Et aL.
Extremely	preterm	babies	commonly	have	significant	health	prob‐
lems	 that	 exacerbate	 any	 maternal	 anxiety.	 Often	 this	 anxiety	 was	
intensified	by	 the	 “unknown”;	 if	 and	when	 their	 infant	was	going	 to	
experience	another	emergency	episode.	One	mother	accentuated	her	
feelings	by	repeating	the	word	“very.”.
I	 was	 very,	 very	 anxious	 because	 …	 he	 has	 a	 heart	
problem	where	his	 heart	 rate	 just	 goes	 through	 the	
roof,	 and	 …	 the	 nurses	 couldn't	 really,	 if	 they	 just	






The	 experiences	 of	 ongoing	 health	 problems	 during	 the	 first	
hours	and	days	after	birth,	and	the	resulting	maternal	distress	were	
a	 common	 thread	 throughout	 the	 interviews,	 with	 survival	 often	
unpredictable.




ment	of	I thought I was going insane	highlights	the	impact	of	uncontrol‐
lable	emotions	that	can	be	experienced.
For	 mothers	 being	 in	 a	 NICU	 watching	 unfolding	 emergency	

















morrhage.	 The	 consultant	 that	 did	 the	 ultrasound	
thought	 that	 would	 be	 a	 grade	 2,	 grade	 3	 brain	
haemorrhage,	 which	 potentially	 meant	 that,	 in	 the	
next	week,	we'd	 have	 to	make	 a	 decision	 about	 his	




The	mother	 described	 her	 emotions	 as	 totally shocked and over‐
whelmed with emotion.	While	the	words	used	at	the	end	of	the	quote	
appear	 to	 be	 “matter‐of‐fact”	 luckily, after a week, that subsided, and 





Being	 physically	 separated	 after	 birth	 from	 their	 newborn	 babies	



















Extended	 and	 seemingly	 unnecessary	 separations	 prior	 to	 their	









I	 knew	 they	were	 in	 good	 care	 in	 the	 hospital,	 and	
then	when	 I	went	home	 it	was	very	weird	 feeling	…	





6  | FEELING A FAILURE A S A MOTHER
Meeting	the	standard	of	motherhood	that	many	mothers	aspire	to	can	











The	experience	of	having	 lost	 lots	of	mummy moments	was	signifi‐
cant	 for	study	participants,	and	a	clear	source	of	sadness	and	dis‐
tress,	 those	 quiet	 periods	 of	 exploration	 spent	 together	 learning	











and	 accepted	 medium	 to	 communicate	 and	 celebrate	 with	 family,	
friends	and	even	an	unknown	audience.	For	mothers	of	preterm	ba‐
bies,	whether	and	how	they	participate	in	this	practice	has	the	poten‐




social	 media	 and	 group	 conversations,	 because	 it's	
very	hard	looking	at	people	who	are	living	very	happy	
lives,	worrying	about	the	smallest	things,	when	your	
day‐to‐day	 involves	 multiple	 heel	 pricks,	 watching	
your	 baby's	 heart	 rate	 drop,	 one	 cannula	 after	 the	










6.2 | Slipped through the cracks
For	most	participants,	being	with	mothers	who	had	healthy	full‐term	
babies	was	 confronting,	 as	 it	 heightened	 their	 awareness	 of	what	




as	having	slipped through the cracks.
They	put	us	 in	a	ward	…	everyone	had	 their	babies.	
No	one	 told	us	what	 it	meant	 to	have	an	extremely	
premature	 baby.	 In	my	mind	my	 baby	was	 going	 to	
die	…	 It	was	hard	 for	me	 to	hear	 their	babies	 cry	…	









having	a	new,	healthy	baby.	Lack	of	 information	 resulted	 in	addi‐
tional	distress,	 as	 she	did	not	know	what	 to	expect;	without	 this	
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6.3 | You can't leave them with anyone
























activities	and	the	ability	 to	 leave	the	 infant	with	others	make	caring	
for	extremely	preterm	infants	a	relentless	task.	Mother	3	echoed	this	
sense	of	isolation	in	an	attempt	to	protect	her	babies.
Yeah,	 I	 didn't	 take	 the	girls	out.	 I	mean	 I	 took	 them	













vigilant	 compounded	 the	 level	 of	 emotional	 distress	 they	 experi‐
enced;	as	noted:
The	extreme	difference	 from	the	hospital	 setting	 to	
home	setting	can	 ...	 It	 really,	 I	 spiralled	 into	massive	
anxieties,	 which	 I'm	 only	 just	 getting	 under	 control	
now,	 through	 seeing	 a	 psychologist,	 related	 to	 ...	 I	
guess	PTSD	and	all	the	rest.	So,	I	think	it's	really	im‐
portant	 to	 make	 sure	 there's	 someone	 around	 that	
can	point	out	that	help.	 (M6)






the	 lack	of	 control	 that	 she	 felt	 as	 a	new	mother	of	 an	extremely	
preterm	infant.









team.	 Obviously,	 words	 can't	 actually	 explain	 what	
goes	through	your	head	at	 that	time.	 It's	 just	 ridicu‐
lous	in	regards	to	the	shock	and	the	trauma	and	how	
upset	you	actually	feel.	 (M9)
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a	 sense	 of	 uncertainty	 and	 a	 concern	 about	 providing	 false	 hope	




expected	 normal,	 happy	 activities	 and	 experiences	 of	motherhood.	
This	is	not	uncommon	for	mothers	when	their	babies	are	requiring	a	
long‐term	NICU	stay.	As	identified	by	Beck	and	Woynar	(2017),	claim‐

























period	 and	 the	 first	 year	 after	 birth	 is	 now	 identified	 as	 enabling	
early	 identification	and	intervention	to	minimise	the	onset	of	peri‐
natal	mental	 illness	 (Austin	&	Highet,	2017).	Psychosocial	 risk	 fac‐
tors	include:	lack	of	emotional	and	social	support;	history	of	mental	
health	 problems;	 recent	 significant	 stressors;	 low	 self‐esteem	 and	































an	unrealistic	maternal	 attribute	 for	 these	women	as	 the	majority	
of	 their	 babies	were	 readmitted	 to	hospital	with	 infections	within	













Along	 this	 journey	 from	NICU	 to	 home,	NICU	 and	 community	
nurses	 are	well	 placed	 to	 provide	 additional,	 essential	 support	 for	
mothers	 with	 extremely	 preterm	 infants.	 An	 increase	 in	 nurses’	
awareness	of	mothers’	experiences	as	noted	from	these	findings,	in‐
cluding	 in	 some	 situations	 their	 deteriorating	mental	 health	 status	
resulting	from	their	lack	of	control	and	impotence	relating	to	the	care	
of	their	 infants,	 is	required	(Beck	&	Woynar,	2017).	To	provide	this	







in	 the	NICU.	 This	 exploratory	 study	 demonstrated	 that	 Australian	
midwives,	 nurses	 and	 other	 health	 professionals	 require	 increased	
awareness	 of	 the	 psychosocial	 needs	 of	 mothers	 with	 extremely	
preterm	 infants.	We	 propose	 that	 similar	 health	 professional	 gaps	
in	knowledge	are	likely	to	exist	in	many	countries.	Improved	health	
professional	education	therefore	needs	to	be	provided	that	focuses	
specifically	on	 this	group	of	mothers	 so	 that	 support	 is	 tailored	 to	
their	particular	needs.	Supporting	the	mental	health	of	the	mothers	
10  |     FOWLER Et aL.




findings	was	 the	need	 identified	by	parents	 for	 tailored	education	
for	 health	 professionals	 within	 the	 community	 setting.	 This	 high‐
lights	 the	need	 for	 increased	awareness	 in	 these	professionals	 re‐
lating	to	the	psychosocial	needs	of	mothers	with	extremely	preterm	







communication	 patterns,	 specifically	 monitoring	 participants’	 facial	
expressions	and	body	movements.	Parental	dyad	or	partners’	experi‐
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